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Resumé

Spadbarnsded er uventet og rystende, nar kommende foraeldre rammes af den. Lav
bernededelighed betyder, at foraeldre tidligere i graviditeten knytter band til barnet.
Den professionelle tilgang til spaedbarnsded, har gennem tiden udviklet sig, og i
dag er den almindelige praksis at tilskynde foraldrene til at bevare de band, der er
knyttet til spaedbarnet. Den sociale diskurs afspejler imidlertid ikke dette perspek-
tiv, da foreldre oplever, at deres sorg ikke anerkendes. Dette kan have konsekven-
ser for tilpasningen til tabet.

I denne tvaersnitsundersegelse, blev der udfert lineaere regressioner for at
beregne koefficienter for sammenhangen mellem social statte og respons pa tabet.
Data fra det igangvaerende landsdaekkende danske kohortestudie “’Livet efter tabet”
blev anvendt. Forzldre besvarede webbaserede spergeskemaer indeholdende
items, som vedrerte sociodemografiske og obstetriske informationer og psykome-
triske skalaer.

Respons pé tab blev malt med The Two-Track Bereavement Questionnaire
(TTBQ), for at inkludere aspekter af de vedvarende band til spedbarnet. Associa-
tionerne blev undersegt gennem scores af det fulde TTBQ og TTBQ-subskalaer
vedrerende henholdsvis den biopsykosociale funktion og den vedvarende relation
til afdede. Derudover blev forbindelsen mellem social stette og respons pa tab vur-
deret athaengigt af typer af tab.

Resultaterne viste en statistisk signifikant negativ sammenhang mellem
social stette og respons pa tab. Associationerne blev fundet for den fulde TTBQ-
score og TTBQ-subskala-score vedrerende det biopsykosociale aspekt af tabet.
Foraldre, der mistede deres barn ved foetus mors eller neonatal ded, var den eneste
gruppe, hvor associationen kunne findes. Begransninger, vedrarende risikoen for
bias, er afgerende for fortolkningen af resultaterne, hvilke ber geres med forsigtig-
hed.

Social stette er vigtig for responset pa tab blandt foraeldre. Dette speciale
bidrager til eksisterende viden om faktorer, der har indflydelse pa foraldre efter
tabet af et spaedbarn. Yderligere forskning ber vedrere sammenhange mellem so-
cial statte og respons pa tab i en repraesentativ population, og undersegges indivi-

duelt blandt forskellige typer af tab.



Abstract

Perinatal death is unforeseen and devastating when the event strikes. Among other
things, low perinatal mortality rates result in parents attaching and tying bonds to
the infant early in pregnancy. The professional approach towards perinatal loss has
through time developed, and today the common practice, is to encourage the be-
reaved parents to continue the bonds tied to the infant. However, the social dis-
course does not reflect this perspective, as bereaved parents experience disenfran-
chised grief, which potential can have consequences for the adaption to the loss.

In this cross-sectional study, linear regressions were conducted to calculate
coefficients for the association between social support and response to the loss.
Data was conducted from the ongoing nationwide Danish cohort “Life after the
Loss”, where bereaved parents were approached with self-administered question-
naires containing items concerning sociodemographic and obstetrical information
and psychometric scales.

The response to loss was measured with the Two-Track Bereavement
Questionnaire (TTBQ) to include aspects of the continuing bonds to the infant. The
association was investigated through scores of the full TTBQ and TTBQ subscales
concerning respectively the biopsychosocial functioning and the ongoing relation-
ship to the infant. Additionally, the association between social support and re-
sponse to loss was assessed depending on types of loss.

The results revealed a statistically significant negative association between
social support and response to loss. The effects were found in the full TTBQ-score
and the TTBQ subscale-score concerning the biopsychosocial aspect of the loss.
Parents who lost their child due to stillbirth or neonatal death were the only group,
where the association was found. Limitations regarding the risk of bias is crucial
for the interpretation of the results and should be taken with caution.

Social support is important for the response to loss among bereaved par-
ents. This thesis contributes to existing literature on factors influencing bereaved
parents following perinatal loss. Further research should concern associations be-
tween social support and response to loss in a representative population and inves-

tigated individual for types of loss.



Article draft

In the following, an article, addressed to Death Studies, is presented. Author guidelines

are available in appendix 1 and 2.
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Social support following perinatal loss — a cross-sectional investigation

of the relationship between social support and parental response to loss

Abstract

Today the common practice, in management of perinatal death, is to encourage the
bereaved parents to continue the bonds, tied to the infant, early in pregnancy. How-
ever, the social discourse does not reflect this perspective, as bereaved parents ex-
perience disenfranchised grief. In this cross-sectional study, linear regressions
were conducted to assess the association between perceived social support and re-
sponse to the loss. The response to loss was measured with the Two-Track Be-
reavement Questionnaire to include aspects of the continuing bonds to the infant.
The results revealed an association between social support and response to loss

among bereaved parents.

Keywords: Perinatal loss; bereaved parents, social support, response to loss, Two-

Track Bereavement Questionnaire



Introduction

In Western countries perinatal death is a relatively rare birth outcome, as the number of
stillbirths has decreased considerably through the past 30 years (Cousens et al., 2011).
Today, the loss of an infant therefore is unforeseen for expecting parents, in western so-
cieties. In the case of miscarriage, stillbirth or neonatal death, the loss is devastating,
and can lead to intense grief and have negative impact on the mental health among be-
reaved parents (Burden et al., 2016; Krosch & Shakespeare-Finch, 2017). Simultane-
ously, with the decrease in stillbirths, the psychosocial management of bereaved parents
has developed. Until late 1970s, common practice for health care professionals, was to
quickly remove the dead infant after the birth, to avoid harming the parents (Hughes &
Riches, 2003).

Since then a culture of individualism, low child mortality rates and new family
planning patterns, has led to earlier attachment to the fetus (Kofod & Brinkmann, 2017).
Also, prenatal ultrasound sessions allow parents to constitute the fetus as a real baby
and invites parents to rehearse their emergent parenting skills and initiate the building of
the family album (Krolekke, 2010). These discursive aspects corresponds with the
change in contemporary practice, where parents are now widely encouraged to see and
hold their dead child (Davies, 2004). The practice is based upon grief theory that em-
phasizes that the tie to the deceased should not be relinquished, but maintained as an on-
going relationship (Klass, Silvermann, & Nickman, 1996; S. Rubin, 1981). The change
in practice reflects a cultural recognition of the dead infant being a significant loss and
acknowledging the importance of parents continuing the bonds tied to the infant. By en-
couraging the parents to see and hold the body of their infant, the memory-making pro-
mote better mental health outcomes following the loss (Kingdon, Givens, O’Donnell, &

Turner, 2015).



However, parents, who have suffered a loss of their infant, can experience inade-
quate social support following the loss. A study by Kofod and Brinkmann (2017) found
that bereaved parents experience an ambivalence in their grieving due to the cultural un-
certainty of the human status of the child. The public discourse is that the loss of a child
in pregnancy, birth or shortly after is not as severe as losing a child, that one has “gotten
to know”. Contrary to that view, is the existing practice of care promoting the baby as a
real child (Kofod & Brinkmann, 2017). The social discrepancy in the legitimization of
grief, after the loss of an infant, may cause disenfranchised grief, which results in more

intense response to loss or complicate the grief (C. Malacrida, 1999).

Social support is crucial for the adaption to the loss and diminish the stress that follows
the loss (Guldin, 2019, p. 108). However, the discrepancy in social discourse regarding
bereaved parents, who have suffered a loss of an infant, calls for a need of mapping the
demands for support among bereaved parents.

Many researchers have assessed the response to loss indirectly as expected grief
outcomes like depression, anxiety and post traumatic grief disorder, but not the grief re-
sponse per se, or allowing for the effects on grief from relational bonds tied to the in-
fant. The purpose of this study was to measure the response to grief with the psycho-
metric scale “the Two-Track Bereavement Questionnaire” (TTBQ) (Simon S. Rubin,
2011), in the Danish national cohort of bereaved parents “Life after the loss” (Hvidtjern
et al., 2018). TTBQ was developed in 2009 to integrate perspectives of the relationship
to the deceased and biopsychosocial changes into the understanding of the grief process.
The questionnaire is based upon the theoretical model “The Two Track Model of Be-
reavement (TTMoB)” by Rubin et al. (1981), that emphasize the loss being related to
the nature, duration and experience of loss for adaptive outcomes. Reorganizing the

continuing psychological bond to the deceased, was perceived as being an important



aspect of the adaption to the loss. The theory was consistent with other contemporary
perspectives on continuing bonds, but while other studies took the aspects of relation-
ship into account as well as the aspects of biopsychosocial functioning, Rubin et al. con-
ceptualized the experience of loss with more nuanced attention to the relational domain
(S. S. Rubin et al., 2009). The two tracks included in the questionnaire refer to the Bio-
psychosocial functioning following loss (Track I), including factors concerning general
biopsychosocial functioning and traumatic perceptions of the loss, and the Ongoing re-
lationship with the Deceased (Track II), including factors concerning relational active
grief, the close an positive relationship to the deceased and conflictual relationship to
the deceased.

By applying this measurement, the aim was to investigate the hypothesis that
social support was associated with the response to loss and differed depending on meas-
uring the effect in the two subscales.

The study was carried out in a nationwide Danish setting including parents who
had lost their infant during pregnancy, birth or in the neonatal period.

To my knowledge, no studies have been published with the association between
social support and response to loss as an a priori hypothesis. This makes it the first
study to assess social support as a primary exposure to investigate its effect on response

to loss per se with the Two-Track Bereavement Questionnaire.

Materials and methods

Study design and participants

To investigate the association between social support and response to loss in bereaved

parents, data was obtained from the ongoing Danish longitudinal follow-up study by



Hvidtjern and colleagues “Life after the loss”. The study was based on self-adminis-
tered questionnaires, containing items concerning sociodemographic, obstetric and in-
formation and psychometric scales, to assess grief among parents after the loss of an in-
fant during pregnancy after gestational week 14, birth or in the neonatal period. The
data collection started in The Region of Southern Denmark in 2016, expanded to The
Central Denmark Region in 2017 and became nationwide including all five regions in
Denmark in the summer of 2018. The data, for the present study, were conducted March
10™ 2020.

Mothers and partners who had lost an infant by miscarriage, termination of preg-
nancy due to fetal anomaly (TOPFA) and due to stillbirth or neonatal death were eligi-

ble to participate.

Procedures

Participants were approached differently depending on place of residence. In the regions
of Southern- and Central Denmark, parents were given verbal and written information
about the study before leaving the hospital. Parents who gave their consent to partici-
pate received an email with a link to the questionnaire. In the rest of Denmark parents
were partly approach at the hospital and partly encouraged to participate through an-
nouncements on the webpage of the patient organization “The National Association Per-
inatal Loss” (Landsforeningen Spadbarnsded). After signing up with email addresses,
parents received information and a questionnaire. The self-administered questionnaires
were sent out at three time points: 4-8 weeks, 7 and 13 months after loss. Data from the

responses 4-8 weeks and 7 months after loss were applied in this study.



Measures

Outcome variables

The primary outcome measure was the Two-Track Bereavement Questionnaire (TTBQ)
which was used to assess parents’ response to loss 4-8 weeks and 7 months after the
loss. The TTBQ by Rubin et al. (2011) consisted of 70 questions measuring bereaved
individuals’ response to loss. The construct with examples of items are shown in figure
1.

In Rubin’s validation of the questionnaire, the participants were the next of kin
to deceased children, partners, parents, siblings, friends and other family. Therefore,
questions were not all appropriate for bereaved parents of infant death. Thus, the ques-
tionnaire was initially modified, so that 18 inappropriate questions were excluded. Ex-
amples of items excluded are: “Our relationship was such that when I think of | 1
usually remember our disagreements” and “during his/her life,  was a major source
of emotional support for me”. Hence the sub-scales “Conflictual Relation to the De-
ceased” were excluded and only one item remained the sub-scale “Close and Positive
Relationship to the Deceased”.

The remaining 52 items in English was translated to Danish and back-translated
to English by research-workers on the study.

The items were rated on 5-points Likert scales and each item coded from 1-5
(1=*"agree’; 2="partly agree’; 3="neither agree nor disagree’; 4="partly disagree’;
5="disagree’), including the possibility of choosing ‘not relevant’. If ‘not relevant was
chosen, the item was excluded from calculation of the score. The scores were calculated
as means including all completed items, which resulted in scores 1-5. A higher score in-

dicated a more severe response to loss.
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The outcome was primarily measured as a full score consisting of the two sub-
scales Biopsychosocial Functioning (Track I) and Ongoing Relationship to the De-
ceased (Track IT) and complementary questions on general functioning. Secondly scores

of the respective sub-scales Track I and Track II were measured as secondary outcomes.

Exposure variables

The exposure was defined by the degree of perceived social support reported at 4-8
weeks and 7 months after the loss. The perceived degree of support from 19 various
persons, e.g. partner, mother, father, midwife and grief counselling group leader, were
measured on a 4-point scale and coded from 1-4 (1=not at all; 2=in some degree; 3=in
high degree; 4=in very high degree). A score was measured as a mean of all completed
items. If “Not relevant” was reported, the item was excluded from the calculation of the
mean. Additionally, the perceived social support was measured as change in social sup-
port over time. The variable was defined from the lower quartile of the total score of
both social support scores respectively 4-8 weeks (2.61) and 7 months (2.31) after the
loss. The categories were persistently good social support (>2.61 4-8 weeks after the
loss and >2.31 7 months after the loss), decreasing support (>2.61 4-8 weeks after the
loss and <2.31 7 months after the loss) and persistently poor support (<2.61 4-8 weeks

after the loss and <2.31 7 months after the loss).

Potential covariates

Covariates were chosen a priori based on existing literature. Selected obstetric and soci-
odemographic factors were chosen as covariates confounding the association, including
type of loss (TOPFA >14 weeks of gestation, spontaneous abortion >14 weeks of gesta-
tion and stillbirth > 22 weeks of gestation or neonatal death) and assisted fertility

(yes/no), sex (woman/man), if the participant had living children (yes/no) and if the

11



participant/partner were pregnant again at the time answering the questionnaire

(yes/no).

Statistical analysis

After descriptive analyses of outcome-, exposure- and covariates, the association be-
tween social support and response to loss 4-8 weeks and 7 months after the loss was es-
timated using linear regression calculating coefficients with 95 % confidence intervals
(CI). The full TTBQ score and TTBQ subscale-scores were assessed as outcome
measures.

In secondary analysis, the association between change in social support and re-
sponse to loss was investigated using linear regression. As a sub-analysis, the associa-
tion between social support and response to loss were assessed depending on type of
loss.

All analyses were performed as crude and adjusted associations. Adjusted mod-
els included type of loss, assisted fertility, living children, previous loss and new preg-
nancy.

Due to dependency of data, as parents of the same infant participated in the
study, all analyses were carried out with broad confidence intervals. The remaining
model assumptions for linear regression was found acceptable.

Missing values on outcome and exposure variables were excluded in the anal-

yses.

To assess if the TTBQ were applicable on the population of the present study, a
Cronbach’s alpha was calculated to examine the internal consistency of each sub-scales

in the modified TTBQ. The full 52-item questionnaire had a reliability of a=.93, Track I

o=.87 and Track Il a=.91. Furthermore, a Crohnbach’s alpha was calculated for each of
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the sub-scales underlying Track I and II. General Biopsychosocial Functioning a=.86,
Traumatic Perception of Loss a=.75, The Relational Active Grief a=.86 and finally, the
General Functioning a=.71. All scales had an acceptable reliability.

As type of loss and sex were expected to modify the association between expo-
sure and outcome, the covariates were tested for effect modification. No statistically
significance was found on the relationship.

All analyses were conducted using STATA 16.1.

Ethical approval

The approval given by The Danish National Data Protection Agency to the cohort study
“Life After the Loss”, was valid for this study (No. 18/15684, October 7, 2014). Data
was pseudo anonymized, stored and handled in the secure storage system OPEN Ana-

lyse at the Region of South Denmark.

Results

A calculation of the response rate was only possible for the Region of Southern Den-
mark. Here, 35 % out of all eligible parents were forwarded the questionnaire and out of
these, who received it, 55% responded the questionnaire. Consequently, the question-
naire had been sent to 848 parents at the time data for the present study was conducted.
A flowchart of inclusion of the participants is shown in Figure 2. The sample for this
study, was further restricted to 405 parents as questionnaires answered 13 months after
the loss were excluded. The same were parents, who had only answered the first ques-
tionnaire, 4-8 months after the loss.

Participants characteristics are reported in Table 1. The descriptive analyses

showed a majority of the sample being women. Regarding obstetric characteristics, the
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mean length of gestation was 24 weeks, and almost half of the participants had lost their
infant to stillbirth or in the neonatal period. When asked if the parents had fertility treat-
ment prior to the pregnancy 22 % confirmed, 6 % had previously lost an infant and
more than half of the parents had children before the loss. Almost every parent saw the
infant after it had died and 78 % held it.

The mean of perceived social support score varied from 2.92 4-8 weeks after
loss to 2.66 7 months after loss. The mean of response to loss (TTBQ) full score, includ-
ing general questions concerning the loss and the subscales Track I (Biopsychosocial
Functioning) and Track II (Ongoing Relationship to the Deceased) was highest 4-8
weeks after the loss and the same was found for both sub-scales Track I and II.

Table 2 reports numbers and frequencies of perceived social support from vari-
ous relations. Generally, the support decreased during the period from 4-8 weeks to 7
months after the loss. The frequencies of no social support and some degree of social
support increased from the first time point to the other, while high degree and very high
degree generally decreased. Partner, friends and family, including parents, parents in
law and siblings, were relations who provided the highest degree of support. The sup-
port seemed to decrease over time, excepting other parents who have lost, grief counsel-
ling group leader and other relations who were the only relations, where very high de-
gree of experienced social support increased from the first time point to the second.

Linear regressions were conducted to assess the association between perceived
social support and response to loss measured as full TTBQ score, and TTBQ sub-scale
scores (Track I and II). In Table 3 coefficients, matching 95 % confidence intervals and
p-values for the associations are reported. Crude regression analyses showed no statisti-
cally significant associations in any of the analyses. When adjusting for type of loss,

sex, living children, assisted fertilization and previous loss, there was found a
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statistically significant negative associations between perceived social support and the
full TTBQ score. The effect of the association was almost equal 4-8 weeks and 7
months after the loss. The full TTBQ score decreased 0.14 (CI -0.25;-0.02) 4-8 weeks
after the loss when the social support score increased with 1 and 7 months after the loss
the full TTBQ score decreased 0.13 (CI -0.25;-0.01). When the response to loss was
measured in the two subscales, statistically significant results was only found for Track
I 4-8 weeks after the loss. The Track I score decreased 0.18 (CI -0.31;-0.05) when the
experienced social support score increased with 1 at 4-8 weeks after loss, when adjusted
for confounders. A borderline statistically significant association was found for the as-
sociation 7 months after the loss, where the Track I score decreased 0.12 (CI-
0.25;0.002). When measuring the response to loss in the subscale Track II, the results
were not statistically significant.

To investigate how change in experiences of social support was associated with
response to loss, linear regression was conducted. Persistently good support was applied
as the reference group. In table 4 the results of the regression analyses are reported. The
adjusted TTBQ full score 7 months after the loss increased with 0.09 (CI -0.20;0.20) if
the social support was decreasing over time and 0.23 (CI -0.01;0.47) if the social sup-
port was persistently poor. Neither the crude or the adjusted analysis showed statisti-
cally significant results on the associations.

Analyses on the association between social support and response to loss depend-
ing on type of loss were conducted to investigate if the effect differed between the three
types of loss. First the means and standard deviations for experienced social support
scores were calculated. These are specified in table 5. The types of loss were catego-
rized in three groups: Termination of pregnancy due to fetal anomaly (TOPFA) > 14

weeks of gestation, spontaneous abortion > 14 weeks of gestation and stillbirth or
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neonatal birth. Means were highest 4-8 weeks after the loss for all three groups. The
mean was highest for the group that lost their infant to stillbirth or in the neonatal pe-
riod. And the group with TOPFA had the lowest mean. In Table 6 the results on crude
and adjusted regression analyses, performed on the associations depending on the three
types of loss, are shown. The analysis showed the strongest effect of social support 7
months after the loss in the group who lost to stillbirth or neonatal death, and this group
was the only one where the association were statistically significant when adjusting for

sex, living children, previous loss and assisted fertilization.

Discussion

It was found that parents’ perception of social support was associated with the response
to loss; the more support they received, the better response to loss were found. This as-
sociation was also found when the response to loss were assessed in the subscale meas-
uring general biopsychosocial functioning (Track I). No association was found when as-
sessing Track II regarding the ongoing relationship with the deceased. The effect of so-
cial support was only statistically significant among parents who had stillbirths or neo-

natal loss.

The relationship between social support and grief reactions or bereavement outcomes
have been widely investigated (W. Stroebe, Zech, Stroebe, & Abakoumkin, 2005).
Though it is a widespread assumption that social support is one of the most important
mediators for bereavement outcome, no consistence in current literature exists (W.
Stroebe et al., 2005). While the majority of the literature investigates other types of loss,
such as grief among bereaved spouses, parents of older children or children, who lost

their parents, only few studies engage in the effects of social support on grief outcomes
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among bereaved parents following perinatal loss.

The social aspect of grief among bereaved parents, who have lost their infant
during pregnancy, birth or in the neonatal period, is stated to have particular importance
due to absence of social recognition of the loss (Kofod & Brinkmann, 2017; C.
Malacrida, 1999). The absence is expressed within all the support system, including im-
mediate and extended families, medical community, helping professions, legal commu-
nity and workplace. This involve, among many other things, parents experiencing a lack
of informational support from health care professionals. Furthermore, when they give
birth to a dead infant an absent representation of legitimacy through legal status of the
infant, which has implications for bereavement leave (C. Malacrida, 1999). Other per-
sons’ verbalization of the parents’ loss can undermine their grief and lead to the parents
withdrawing socially (Kofod & Brinkmann, 2017).

The results of the present study found an association between social support and
response to loss, which can be caused by the disenfranchised grief among the parents.

A trend in results, on the association between social support and response to
loss, showed that the effect of social support decreased from the first time-point to the
other. However, when analyzing the association depending on the type of loss, the ef-
fect of the social support increased over time for the parents who lost their infant to
stillbirth or neonatal death. Connecting this finding to the pattern of social support,
where descriptive statistics showed that the social support generally seemed to decrease
over time, it could be assumed that the consequences of disenfranchised grief increase
over time. As the bereaved parents is confronted with more people, as time passes, the
diverge reactions and expectations from surroundings affect the parents’ response to the

loss.
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A study assessing social support and bereavement outcomes, found an associa-
tion between support from the family and decreasing risk of anxiety and depression. For
other groups, such as health care professionals and support groups, the association was
not found (Cacciatore, Schnebly, & Freen, 2009). In the present study, the highest de-
gree of social support seemed to be supplied by the immediate family (partner, mother,
father, parents in law and siblings) and friends. If it is assumed that the bereaved parents
mostly associate with the family and friends 4-8 weeks after the loss and this might be
the reason why the effect of social support is lower at the first time-point for stillbirth

parents.

Limitations

Although this study had the advantage of a large population and thus the opportunity to
provide evidence on associations between perceived social support and response to loss
among bereaved parents, there are some limitations that must be kept in mind when
evaluating the results.

First the limitations concerning the causal interpretative power in the nature of
the study design must be taken into account. In this cross-sectional study, prevalent per-
ceptions of both social support and response to loss were identified at the same time.
This means that it is not possible to establish a temporal association between social sup-
port and response to loss. While it is possible that social support effects the response to
loss, it is equally possible that the response to loss effects the bereaved parents’ percep-

tions of the support received following the loss.

Another limitation of the study was related to selection problems. The descriptive statis-
tics revealed a skewed recruitment of participants according to type of loss in compari-

son to the total population. The group of parents with stillbirth and neonatal loss were
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the most represented in the sample. In the total population the three groups are almost
equally divided (Danmarks Statistik, 2018; Eurostat, 2020; Tidlig Graviditet og Abort -
klinisk kvalitetsdatabase (TiGrA-KD), 2018). As no analysis on the nonparticipants of
the study were carried out, no information exists to assess if the sample was representa-
tive for the total population. However, parents who have mental capacity to answer a
comprehensive questionnaire could be expected to be more likely to participate than
parents who have more complicated grief reactions. Thus the possibility of selection
bias here influence the external validity.

Furthermore, selection bias may occur due to the construction of the question-
naire. The parents were asked 7 months after the loss, if they had any need of social
support. If they responded, that they had no need of social support, they were not re-
quired to answer the items regarding perceptions of social support from the 19 relation.
As a consequence, the sample 7 months after the loss is characterised by being different
from the one 4-8 weeks after the loss and the associations cannot be compared. The re-
sults on the association between change in social support and response to loss might es-
pecially be biased by this, and potentially causes the statistically nonsignificant result.
This risk of bias is crucial for the conclusion drawn upon the results, as they might not

be valid.

Kofod and Brinkmann (2017) stated that parents have experiences of uncertainty and
ambivalence in their own and other people’s expectations to the appropriate intensity of
their grief. As a result, the parents are concerning if they are grieving too much or too
little. Given that diffuse norms on how to grieve exist, the reported scores on TTBQ
may be affected by the parents’ perceptions on what they think they are expected to an-
swer. The uncertainty on how to grief can go both ways, either grieving too much or too

little, thus the potential misclassification would be nondifferential.
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The complexity of the grief condition means that multiple variables influence on the re-
sponse to the loss. Therefore, it is difficult first to identify all potential confounding var-
iables and next to perform analyses without over adjusting the results because of their
mutual interactions. The covariates assessed in the multivariate analyses in this study
were chosen a priori and delimited by the variables included in the cohort study.
Liberman (1986) emphasizes that social support itself might be confounded by
several factor such as event perceptions, access to help and internal resources for gen-

eral coping effectiveness. When adjusting for this, the association might not be found.

Implications and further research

This study can contribute to the understanding of how bereaved parents are af-
fected by the social discourse. Results revealed an association between social support
and response to loss. The association was only present for parents who lost to stillbirth
or neonatal death who had the strongest effect 7 months after the loss. The results were
restricted by the methodological properties, which means that limited causality and gen-
eralizability can be drawn due to the nature of the study design and risk of bias con-
nected to the selection of the study population.

The perspectives discussed in the present study along with existing literature on
the subject, emphasizes the complexity of mapping grief. When introducing a psychiat-
ric diagnosis for prolonged grief disorder (WHO, 2019) caution should be taken towards
how potential fixed norms a grief diagnosis entails, which may influence the cultural

understanding of grief following perinatal loss.

Further research should consist of longitudinal studies examining the association be-
tween social support and response to loss in more detailed differentiated types of loss.

Furthermore, investigation of changes in social support over time, in a larger population
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depending on types of loss will contribute to more nuanced evidence on the needs of be-

reaved parents.
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Tables

Table 1. Frequencies and means on demographic, obstetric and psychometric character-

istics of 405 bereaved parents 7 months after loss unless otherwise is stated.

Missing

Characteristics n % mean sd min max values
Sex 6
Women 292 73.18
Men 107 26.82
Marital status 6
Single 9 226
Cohabiting/married 390 97.22
Participant age (years) 31.72 5.10 20 49 8
Length of gestation (weeks) 23.67 8.12 13
Type of loss 19

Termination of pregnancy
for fetal anomaly > 14 weeks 118 30.57
of gestation

Spontaneous abortion > 14

96 24.87

weeks of gestation

Stillbirth or neonatal death 172 44.56
New pregnancy* 127 39.94
Assisted fertilization 87 21.80 6
Previous loss 23 576 6
Living children 208 52.13 6
Saw the dead infant 369 95.10 17
Held the dead infant 286 78.36 40
Participants who reported no
need of support 7 months after 128 40.25
loss?
Perceived social support score

4-8 weeks after loss 292 054 135 4
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7 months after loss 266 054 147 4
Change in perceived social
support from 4 weeks after 237
loss to 7 months after loss
Persistent perception of
113 67.26
good social support?
Decreasing perception of
31 1845
social support®
Persistent perception of
24 14.29
poor social support?
Response to loss (Two-Track
Bereavement Questionnaire 6
(TTBQ)) score
Full TTBQ-score®
4-8 weeks after loss 269 059 146 4.16
7 months after loss 241 058 137 4.12
Track I TTBQ score’
4-8 weeks after loss 266 0.64 1.18 4.15
7 months after loss 249 0.61 1.13 4.05
Track I TTBQ scoreg

4-8 weeks after loss 290 0.83 1 4.75

7 months after loss 237 080 1 4.75

*Only answered at the follow-up questionnaire 7 months after loss (n=318). ®Social support
score >2.61 4-8 weeks after loss, social support score >2.31 7 months after loss. ¢ Social sup-
port score >2.61 4-8 weeks after loss, social suppor score <2.31 7 months after loss. ¢ Social
support score <2.61 4-8 weeks after loss, social support score <2.31 7 months after loss. ¢ In-
cluding general questions concerning the loss and the subscales Track I (Biopsychosocial
Functioning) and Track II (Ongoing Relationship to the Deceased). fincluding biopsychoso-

cial functioning. {Including ongoing Relation to the deceased

Table 2. Numbers and frequencies of perceived social support from 19 various relations

4-8 weeks and 7 months after the loss
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In high In very high
None Some degree degree degree Not relevant

Relation Total n (%) n (%) n (%) n (%) n (%)
Partner

4-8 weeks after loss 317 3 (095) 5 (1.58) 11 (347) 296 (93.38) 2 (0.63)

7 months after loss 270 2 (0.74) 11 (4.09) 34 (12.64) 218 (81.04) 4 (1.49)
Own mother

4-8 weeks after loss 317 20 (631) 45 (1420) 74 (23.34) 165 (52.05 13 (4.10)

7 months after loss 270 24 (8.89) 65 (24.07) 63 (23.33) 106 (39.26) 12 (4.44)
Own father

4-8 weeks after loss 313 33 (10.54) 67 (21.41) 82 (26.20) 103 (3291) 28 (8.95)

7 months after loss 269 51 (1896) 93 (3457) 64 (23.79) 52 (1933) 9  (3.35)
Parents in law

4-8 weeks after loss 316 32 (10.13) 84 (26.58) 95 (30.06) 97 (30.70) 8 (2.53)

7 months after loss 269 51 (1896) 93 (3457) 64 (23.79) 52 (1933) 9 (335
Siblings

4-8 weeks after loss 315 31 (9.84) 80 (25.40) 80 (25.40) 105 (33.33) 19 (6.03)

7 months after loss 269 36 (13.38) 88 (32.71) 67 (2491) 65 (24.16) 13  (4.83)
Other family

4-8 weeks after loss 314 46 (14.65) 94 (2994) 69 (2197) 63 (20.06) 42 (13.38)

7 months after loss 267 57 (21.35) 91 (34.08) 53 (19.85 34 (12.73) 32 (11.99)
Friends

4-8 weeks after loss 317 13 (410) 65 (20.50) 113 (35.65) 119 (37549 7 (2.21)

7 months after loss 270 10 (3.70) 71 (2630) 105 (38.89) 81 (30.000 3  (1.11)
Work colleagues

4-8 weeks after loss 315 35 (11.11) 96 (30.48) 93 (29.52) 52 (16.51) 39 (12.38)

7 months after loss 267 41 (15.36) 105 (39.33) 58 21.72) 38 (14.23) 25 (9.36)
Employer

4-8 weeks after loss 315 43 (13.65) 86 (27.30) 101 (32.06) 56 (17.78) 29 (9.21)

7 months after loss 262 45 (17.18) 83 (31.68) 59 (22.52) 46 (17.56) 29 (11.07)
Other parents who have lost

4-8 weeks after loss 312 24 (7.69) 50 (16.03) 56 (1795 55 (17.63) 127 (40.71)

7 months after loss 269 22 (8.18) 46 (17.10) 60 (22.30) 95 (35.32) 46 (17.10)
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Midwife

4-8 weeks after loss

7 months after loss
Doctor

4-8 weeks after loss

7 months after loss
Nurse

4-8 weeks after loss

7 months after loss
Social advisor

4-8 weeks after loss

7 months after loss
Chaplan, imam or other persons
relatet to religion

4-8 weeks after loss

7 months after loss
Undertaker

4-8 weeks after loss

7 months after loss
Advisor from the patient organi-
sation "National Association
Stillbirth"

4-8 weeks after loss

7 months after loss
Grief counselling group leader

4-8 weeks after loss

7 months after loss
Other

4-8 weeks after loss

7 months after loss

318

267

318

267

312

265

313

265

316

268

312

266

315

269

315

254

298

256

7

34

30

29

30

41

67

79

35

52

37

57

38

48

24

28

36

38

(2.20)

(12.73)

(9.43)

(10.86)

(9.62)

(15.47)

(21.41)

(29.81)

(11.08)

(19.40)

(11.86)

(21.43)

(12.06)

(17.84

(7.62)

(11.02)

(12.08)

(14.84)

26

22

49

98

91

57

43

43

40

63

56

51

35

35

21

35

37

(6.92)

(18.35)

(30.82)

(34.08)

(18.27)

(16.23)

(2.24)

(5.28)

(13.61)

(14.93)

(20.19)

(21.05)

(16.19)

(13.01)

(11.11)

(8.27)

(11.74)

(14.45)

45

44

99

77

55

45

54

35

52

39

34

36

56

33

28

(14.15)

(16.48)

(31.13)

(28.84)

(17.63)

(16.98)

(1.92)

(1.13)

(17.09)

(13.06)

(16.67)

(14.66)

(10.79)

(13.38)

(17.78)

(12.99)

(5.70)

(10.94)

234

105

76

56

67

54

62

38

52

32

27

64

65

44

(73.58)

(39.33)

(23.90)

(20.97)

(21.47)

(20.38)

(0.32)

(0.75)

(19.62)

(14.18)

(16.67)

(6.77)

(10.16)

(10.04)

(20.32)

(25.59

(4.70)

(17.19)

10

35

15

14

103

82

232

167

122

103

108

96

160

123

136

107

196

109

(3.14)

(13.11)

(4.72)

(5.24)

(33.01)

(30.94)

(74.12)

(63.02)

(38.61)

(38.43)

(34.62)

(36.09)

(50.79)

(45.72)

(43.17)

(42.13)

(65.77)

(42.58)



Table 3. Associations between perceived social support score and response to loss

(Two-Track Bereavement Questionnaire (TTBQ)-score) 4-8 weeks after the loss and

perceived social support score and response to loss (TTBQ score) 7 months after the

pase239( 2yp 03 diysuon

-e[oy Suro8uQ Surpnjouy, ‘Suruonouny [eroosyoAsdorg Surpnjouy, ‘(pase2sd oy yim diysuonejoy SuroSuQ) I yoei], pue (Sutuonouny [eroosoydAsdorg) [ Joel], SA[BISQNS Y} pue Sso|
[9Y SUIOSUQ sSUIpN]oU] “suruonouny [eroosy 1g sutpnjaug, “(p ) [pIm digsuone| ! A P tuor [e1o0soy: 1 [eosqns oy

3y} SuruIaduod suonsanb [e1ousd Jurpnjouy, "ssof sno1AdId pue UOKBZI[1}Id) PI)SISSE ‘USIP[IYD SUIAI] X8 ‘SO J0 adA) 103 PIYSNIPY, [BAIUI SDUIPIFUOD %, G, FUSIIFFI0D UOISSAITY,

01,0 (€10°81°0°) €00-  €9C LSY0  (€TOTT°0) 900 SeT 680 (01°0°%T0-)  LOO- Sre 1680 (0T0L1°0-) 100 98T ;01008
-0dLL
11 YorIL
§s00 (2T000°6T07) TI'0-  T6T €er’0  (80°0°81°07)  S00-  LLT 9000 (50°0°1€0-)  81°0- Sre sero  (€00°9T07) 110 66C ,9109s
-0dLL
1 orLL,
8200 (10°0-°T°0-) €1'0-  L8T §9¢0 (LO0'8T°0°) 900~ 89T 8100 (T0'0°$T°0)  ¥1°0- 80°¢ 8970 (90°0:0T0-) L0O0- 06T p21008
-0dLL
e
anjeA oD % S6 au 21009 anjeA oD % S6 au 21009 anjeA oD % S6 au 21009 anjeA-d oD % S6 au 21009
-d -0dLL -d -0dLL -d -0dLL -0dLL
parsnlpy epni) parsnlpy epni)

SSO[ I9)j& syjuow /,

loss.

SSO] JoYE SYOoM §-f

27



Table 4. Association between change in experience of social support, from 4-8 weeks to

7 months after loss, and response to loss (Two-Track Bereavement Questionnaire

(TTBQ)-score) 7 months after the loss.

Crude Adjusted®
Change in perceived sup- TTBQ- TTBQ-
port Score p? 95%CI®  P-value  Score p2 95%CI®  P-value
Persistently good support ¢ 2.55 0 ref 243 0 ref
Decreasing social support © -0.08 (-0.31;0.16) 0.514 0.009 (-0.20;0.22)  0.935
Persistently poor social
support 0.07 (-0.20;0.33)  0.616 0.23  (-0.01;0.47)  0.063

*Regression coefficient. ®95 % confidence interval. “Adjusted for type of loss, sex, living children, assisted fertilization and previous

loss. ¢ experienced social support score >2.61 4-8 weeks after loss, experienced social support score >2.31 7 months after loss. € ex-

Table 5. Means and standard deviations (SD) for perceived social support scores 4-8

weeks after loss and 7 months after loss depending on type of loss.

4-8 weeks after the loss

7 months after the loss

Type of loss n mean SD min max n mean SD min max
Termination of pregnancy due to

fetal anomaly > 14 weeks of ges-

tation 9 287 056 137 4 8 2.58 0.58 147 4
Spontaneous abortion > 14 weeks

of gestation 79 293 063 136 4 55 2.60 0.55 1.62 3.71
Stillbirth or neonatal death 133 297 047 168 4 116 2.76 050 1.71 4
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Table 6. Associations between experience of social support score 4-8 weeks after the

loss and response to loss (Two-Track Bereavement Questionnaire (TTBQ)-score) 4-8

weeks after loss and experience of social support score 7 months after the loss and re-

sponse to loss (TTBQ score) 7 months after loss, depending on type of loss.

"$80[ snotaa1d pue UONBZI[I}IA) PIISISSE “UIP[IYD SUIAL] ‘X3S 10§ PASNIPY, "S[BAIUI SSUIPLUOD %, GG, TUSIOILFI0D UOISSAIZIY, (PAsead3( oy ynm diysuone[ay

Suro8uQ) 11 yoel], pue (Suruonouny [eroosoyoAsdorg) [ yoel], SI[BISQNS Y} PUE SSO] oY) SUIUIUO0D suonsanb [e1ousd Jurpnjour 2109s (OFLL) d1reUUONSAN) JUSWIALIIO] NORI -OM [, [N,

8000 (LO0-‘TH'07) ¥TO-  09°€ ¥€0'0 (200-1¥°0°)  1T0-

8,70 (TI'0TH0) ST0-  6T¢€ L0 (€T°0°0€07)  +0°0-

9,80 (L1°0°0T0) 10°0- LS'T €90 (ST0%%T0)  SO°0-

6T'¢

L9CT

we

800

LETO

LILO

(2O'0'LE07)  LTO-  09°€ 7800 (200°0v'0") 610"

(50°0'8€°0") 910~ Op'€ 8,50 (S1°0°8T°0-)  90°0-

(LT0%T0) $00- 87T sev'0 (€1°0°0€°00)  80°0-

b€ eap [ejeu
-03U 10 YHIq[[1IS

16C aon
81533 JO syoom

1 <uonioqe
snosugjuodg

69T uoney
-593 JO SYooM {]

< ATewoue 119

03 onp Aoueusaxd

JO uoneuIIIId |

anfeA .10 % S6 «d 21008 oneA  ID % S6 |

-d -0dLL -d

491008

-0dLL

anfea

JID % S6 «d 21008 anfeA .10 % S6 «d

-0dLL -d

21008 sso[ Jo adA [,

-0dLL

pparsulpy opnip

pparsulpy opnip

SSO[ 21} I9)Je YHuow /,

SSO[ 21} 12)J& SYPOM 8-



Figures

Figure 1. The full Two-Track Bereavement Questionnaire with subscales including fac-

tors and examples of items within the subscales.

The full Two-Track Bereavement Questionnaire

General Functioning

1 believe and trust in my abilities to

cope on my own

My connections with my close family

are close

Traumatic perception of loss

The loss was traumatic for me

1 keep on experiencing the loss as a

shocking an traumatic event in my

life

Relational Active Grief

1 am flooded by the thoughts and

feelings about the death of

1 yearn strongly for _ and miss
him/her deeply
Close and Positive Relationship
to the Deceased
Overall, my relationship with
was based on a sense of mu-
tual trust
The relationship between
and I was based on mutual under-
standing, freedom, and a sense of
comfort or “flow”
Conflictual Relationship to the
Deceased
My relationship with _ was
characterized by sharp changes be-
tween being close to being angry
and/or wishing to be distant
My relationship with _ had

much avoidance and distance

General
Connections with others outside the
family are a significant source of
support for me
1 find it hard to recall memories of

even when I try to
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Figure 2. Flowchart of the study population

Numbers of parents registered in the
database
N=1934

A 4

Eligible for the cohort study
N=1233

Excluded due to lack of Danish, less
than 4 weeks since loss and missing
data in the database
n=701

A4

Questionnaire send to
N=848

Parents who did not give consent to
participate or were not possible to con-
tact
n=385

Excluded: Parents who replied ques-
tionnaire 4-8 weeks after the loss, but
did not reply the questionnaire 7
months after the loss
n=221

Excluded: Parents who first attended
the study >13 months after the loss
n= 82

v

Participants in present cross-sectional
study
N=405

Uncompleted questionnaires
n=140
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Extended introduction

Scientific theoretical considerations

In the following, I will state the scientific theoretical perspective from which this thesis
has its standpoint. The present thesis was based on quantitative data and thus places itself

within the natural scientific paradigm.

The modern scientific paradigm was established in the mid-1920s with the positivism as
a reaction to the unsystematic and experience-based knowledge in past sciences. Since
then, the positivism has been criticized and the prevalent scientific theoretical approach
within natural science, is the critical rationalism (Gilje, 2012, p. 51).

The overall ontological framework of critical rationalism is that scientific
knowledge should reflect the reality, as it is separated from the senses and thoughts the
researcher might have concerning the object (Juul & Pedersen, 2012, pp. 14-15). Thus,
the goal, in the present study, was to investigate an association, by quantifying individu-
als’ experiences and perceptions to deduce the relation.

The object of research is tested within a hypothetical-deductive-method, where
the hypothesis is established based on existing theory. The central in critical rationalism
is that the hypothesis cannot be verified, as no matter how many times an experiment is
carried out, the hypothesis can never definitive be verified but solely falsified. If the hy-
pothesis repeatedly has not been falsified, it is considered corroborated (Gilje, 2012, p.
38)

Although the critical rationalism settled with the fallibility of science, it is often a
common assumption, that empirical evidence is the golden standard, which is
characterized in the contemporary policy of science (Gilje, 2012, p. 61). The academic
background of the present thesis is situated in health science. Health research are
scientifically rooted, and health care professionals, trained in the post-war era, are brought
up in strong confidence in this tradition. The professional environments have gained great
power and it is difficult to go against their arguments. It is therefore important to question

science and medical practices (Forssén, Hetlevik, & Meland, 2009).

My intention with this thesis has been to investigate the grief per se to contribute to the
knowledge of grief reactions, as is normally played out, but I cannot refrain from

contributing to a direction that lies within the pathologizing of common grief patterns, as
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it is out of my hands how the recipient apply the findings of the study. However,

transparency and disclaiming the methodological flaws of the study will be attempted.

Literature review

Grief following loss

Grief is a fundamental emotional state that everyone, at one point in life, will experience
(Guldin, 2019, p. 28). Grief has become the subject of scientific interest since Freud in
1917 stated the first hypothesis on grief work. The so-called grief work hypothesis em-
phasized the nature of grief being temporally delimited, divided into phases, and the task
during these phases was, for the bereaved person, to relinquish bonds to the deceased (M.
Stroebe & Schut, 1999). This classic grief theory has been criticized and developed since
then (Guldin, 2019, p. 116) and today the Dual Process Model of Coping with Bereave-
ment has become an epoch-making part of grief theory, which have been integrated in
research on grief (Guldin, 2019, p. 136).
Grief is defined by Stoebe and Schut (2001/2019) as

The physical and psychological reaction to the loss of someone or something close,
to whom or to which emotional bonds have been attached. The reaction involves a
wide range of physiological, emotional, cognitive, behavioral and existential symp-

toms (Guldin, 2019, p. 29).

Grief is the process a person must go through in order to adapt to the loss and learn to
live with the life changes the loss has caused (Guldin, 2019, p. 29). In adjusting to the
loss, there are various factors that affect the grieving process. The adjustment is contin-
gent on inter- and intrapersonal factors, the circumstances surrounding the loss, the abil-
ity to cope, and the grief reaction. The grieving process is a complex interplay between
these factors, where, among other things, the prevailing grief culture in society as well
as personality, patterns of attachment, cognitive processes, the intensity of grief and so-
cial reactions play a role in the adaption to grief (Guldin, 2019, p. 51).

The social support is therefore one factor among many that influence the grieving
process. Many studies examining exposures that affect parents' adjustment to grief find

that social support is crucial for mental health following infant loss (Cacciatore et al.,
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2009; Crawley, Lomax, & Ayers, 2013; Dyregrov & Matthiesen, 1991; Hennegan,
Henderson, & Redshaw, 2018; Hughes & Riches, 2003; Hutti, 2005; Swanson, 2000;
Vance et al., 1995)

What is social support?

Social support can unfold as information or professional help, which supports the grieving
person to adapt to the grief. Furthermore, it appears in the affiliation of a group or family
that can perform both practical and emotional support and which helps the bereaved per-
son to overcome the emotional stress the loss may have caused (Guldin, 2019, p. 107).
Both the professional support and the support received from close relations, work
colleagues or employer are influenced by the grief culture that is prevailing at the present
time (Kofod & Brinkmann, 2017). Grief cultures that appears in cultural, institutional and
individual responses, is shaped by sociological factors as religion, technology, institu-
tions, secularization, hierarchies etc. (Walter, 2012). The institutionally facilitation of
grief, is reflected in the possibility of grief leave, the provision of a bereavement support
group or the arrangement of hospital wards, taking into account the precarious situation
it could be for parents to be confronted with living children in a maternity ward (C.

Malacrida, 1999).

Historical background on grief culture

Throughout time, the way we mourn has been constantly changing. From a pagan primi-
tive culture of grief before the Middle Ages, to a religiously founded and ritualized grief,
to a subdued, introverted and privatized grief culture. Today, the fascination of and atten-
tion to grief is more widespread and is an object for cultural and institutional interest and
grief culture have become a more extroverted state (Jacobsen, 2020). In 2018 World
Health Organization admitted "Prolonged grief disorder" to the list of diagnoses. Since
then, the opportunities and challenges this diagnosis provides, have increased an incentive
for mapping the scope of grief (Psykologisk Institut, 2020; Remar, 2018). In this thesis |
will also engage in the subject.

The rediscovery of grief is evident in cultural and institutional settings. Be-
reaved individuals express their grief in public with announcements on social media,
and memorial events are established as collective grief sessions after terror attacks, or

ceremonies to commemorate deceased celebrities beloved by the people (Guldin, 2019).
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The extrovert expression of grief also tells in literature, poetry and music where there
has been a prosperity in grief literature, with several authors and poets writing both au-
tobiographies and fiction about the subject and are sold as bestsellers (Serensen, 2017).
Through public expression of grief, the individual search for community understanding
of the personal loss. The bereaved persons’ call for community, changes in grief culture
and increased understanding of grief, must be understood as a way of working with

death and grief as fundamental conditions of life (Guldin, 2019).

The evolution of the professional management of stillbirth in the health care system

The transformation in grief culture and awareness of death is also seen in the health care
systems professionalized and institutionalized attitude to death and illness. The sociolo-
gists Glaser and Strauss described in 1965 how health care professionals in different ways
approached dying patients and their relatives. They emphasized that dying patients often
was not informed or conscious about their imminent death (Jacobsen & Olsen, 2014). The
same was apparent in the management of stillbirth in the 1970s, where parents were dis-
couraged from seeing the body of their infant, because contact with the infant was thought
to be harmful. The hospital staff took the baby away, organized the cremation or burial
in an unmarked grave and parents were advised to put the loss behind them (Hughes &
Riches, 2003).

By the late 1970s women begun protesting against the mechanical perspective on
childbirth by complaining about the way the body was treated as a component in a me-
chanical process. Self-awareness and not suppressing one’s feelings were encouraged by
the women to be an important perspective on management of childbirth (Hughes &
Riches, 2003). This movement was also reflected in events of stillbirth, where a more
sensitive handling of parents’ loss was asked for. The approach received considerable
criticism, but despite a lack of systematic evidence, policies were changed to support
parents contact with the body of their infant and began to be encouraged to see and hold
their baby (Hughes & Riches, 2003). Today the model of care in a Danish setting, is to
facilitate the option for the parents to see and hold and make mementoes of the infant and
hospital staff must provide human presence and care and give the parents time, infor-

mation and attendance to understand their loss (Sundhedsstyrelsen, 2013).
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Absent social support and its consequences

The change in practice of having contact with the body of the stillborn baby and making
mementoes is also reflected in the publication of studies investigating the consequences
(Kingdon et al., 2015). In some studies of the association between seeing and holding the
body of the baby, the authors find that it did not necessarily appear to be the event of
seeing and holding the infant, making memories about it or the rituals associated with it
per se, but the opportunity to share the memories with close relations afterwards, that
helps parents cope with grief (Crawley et al., 2013; Zhang & Jia, 2020).

The institutional management of parents suffering the loss of their infant, indicate
a need from bereaved parents for an acknowledgement of their loss. Studies reveal that
parents demand acknowledgement from family and friends of the miscarriage being a
valid loss (Meaney, Corcoran, Spillane, & O'Donoghue, 2017; St John & Cooke, 2006)
and recognition of the stillborn baby being a real child (Kofod & Brinkmann, 2017).

Unfortunately, several studies have shown that bereaved parents experience an incon-
sistency in the degree of expected social support and the actual experienced support
(Guldin, 2019, p. 110; Kofod & Brinkmann, 2017). The inadequate degree of support can
be caused by the relations’ hesitated verbalizing the loss because of awkwardness and
fear of saying anything appropriate (de Montigny, Beaudet, & Dumas, 1999). The disen-
franchised grief, can lead to an increased risk of anxiety and a following demand of ther-
apy afterwards (C. A. Malacrida, 1999). Furthermore, the lack of support can provide an
experience of emotional isolation and anger (Rajan, 1994; St John & Cooke, 2006) and
the bereaved person can suffer a secondary loss as the persons who were expected to help
are also lost (Guldin, 2019, p. 110). The social support is crucial for the adaption to the
loss, on one hand because of its ability to complicate the grief response, and cause ongo-
ing effects on interpersonal relationships, and on the other hand, a sufficient support can
subsequently ease the transition to a changed life (Guldin, 2019, p. 108) and reinforce the
relationship to persons in their network (de Montigny et al., 1999).

Measuring adaption to loss

In several studies, various exposures’ effects on bereaved parents’ adaption to the loss of

their infant has been investigated. Most frequently the outcome measures have been
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complicated mental health outcomes following the loss, such as depression (Cacciatore
et al., 2009; Crawley et al., 2013; Dyregrov & Matthiesen, 1991; Hennegan et al., 2018;
Hughes & Riches, 2003; Hutti, 2005; Swanson, 2000; Vance et al., 1995), anxiety
(Cacciatore et al., 2009; Dyregrov & Matthiesen, 1991; Hennegan, Henderson, &
Redshaw, 2015; Hughes & Riches, 2003; Hutti, 2005; Vance et al., 1995), post traumatic
grief disorder (PTSD) (Crawley et al., 2013; Hennegan et al., 2015, 2018; Hutti, 2005) or
independent dysfunctions regarding reactions to grief such as social adjustment problems
(Nicol, Tompkins, Campbell, & Syme, 1986). These outcome measures, assess problems
with coping indirectly in specific symptoms, but not the grief per se. Through time, vari-
ous methods have been used to assess grief. The dual process model has a strength being
based on empirical research and contains a more nuanced perception on grief, because of
its alternation between the emotional and relational bond to the deceased and the func-
tional aspect of grief (Guldin, 2019, p. 128). The psychometric scale applied in the present
thesis is the Two-Track Model of Bereavement Questionnaire developed by Simon Rubin.
By introducing this scale, the aim was, similar to the dual process model, to balance two
domains of bereavement: the biopsychosocial functioning and the ongoing relationship
to the deceased. Rubin emphasizes, contrary to classical grief theory, that bonds to the
deceased, through the grieving process, are transformed and typically will continue for

the rest of the life (S. S. Rubin et al., 2009).

The aforementioned importance for bereaved parents being recognized in the dead infant
being a real child, makes it relevant to assess the parents’ response to grief in a perspec-
tive, where the significance of the attachment to the child is considered as important. In
a study by Kofod and Brinkman (2017) it was stated, that parents’ attachment to their
child are initiated earlier in the pregnancy due to society discourse, where, among other
things, health technology contributes to low infant mortality rates. In addition, the devel-
opment in health care technology have involved all expecting parents attending the pre-
natal diagnostics. As a result, the pictures of the infant initiates the construction of the
family album and the attachment to the child (Krolekke, 2010). These aspects add im-
portance to considering the relation to the dead infant as significant important when as-

sessing bereaved parents’ response to loss.
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Aim and scope

The aim of this thesis was to assess the association between social support and bereaved
parents’ response to the loss of their infant. The thesis can contribute to the existing re-
search on how social support influence bereaved parents. Many studies find associations
between social support and response to loss as a predictor when investigating other expo-
sures associated with mental health outcomes following loss. To my knowledge no stud-
ies have examined the association between social support and response to loss through

the scope of the Two-Track Model of Bereavement.

Search strategy

The literature search was conducted from PubMed, as this database contains literature on
health science. The focus of the search was based on the research question: Is there an
association between social support and response to loss among bereaved parents who lost
an infant during pregnancy, birth or in the neonatal period? The query words were defined
using the PEO-structure (population, exposure and outcome). For an overview see table

l.

Table 1. Focused query words included in the literature search.

Parents Family Grief
Parental Friends Bereavement
Mothers Societal Mourning
Fathers Mourning

Social support

And Support Adjustment
Supporting Response
Perinatal loss Respond
Neonatal death Recognition Responding
Stillbirth Acknowledgement Reaction
Miscarriage Acknowledge Reactions
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The literature search is illustrated in table 2. The first sorting was based on inspection of
titles. Non-western articles were excluded, equally was studies with irrelevant titles not
engaging in the loss of an infant. Abstracts were read and evaluated of relevance. Studies
concerning differences in grief reactions among men and women, experiences of preg-
nancy following a loss of an infant and health care professionals’ experiences of manag-
ing perinatal death, were among subjects that was excluded. Finally, two studies was
found which concerned the exact research question about the association between social
support and parental grief reactions: Cacciatore, Schnebly and Freen, “The effects of
social support on maternal anxiety and depression after stillbirth” and Kofod and Brin-
man “Grief as a normative phenomenon: The diffuse and ambivalent normativity of infant
loss and parental grieving in contemporary Western culture”. In figure 1 the selection
process is shown.

As sparse literature concerning the research question was found, the topic was
found chain search method was carried out throughout the writing process to find suitable

literature.

Table 2. Search strategy

Phase Numbers of articles
0  Defining the query words
1 Literature search in PubMed 159
2 Sorting by country
Sorting by titles 60
3 Sorting by abstract

4  Final articles included 2
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Extended discussion

In the present study, self-administered questionnaires have been applied to collect data
on information about bereaved parents and their perceptions on the loss of an infant. The
questionnaires contained psychometric constructs, which have been used to measure the
exposure variable, perceived social support, and the outcome variable, response to loss.
In the following I will discuss the conceptual models and the psychometric prop-
erties of the exposure and outcome measurements assessed in the study. Measuring inter-
personal relationships that affect the mental health of bereaved parents are a challenging
task, and a discussion on the sufficiency of the constructs’ ability to reflect the perceived

social support and response to loss seems important.

The Two-Track Bereavement Questionnaire

The theory behind The Two-Track Bereavement Questionnaire (TTBQ) accentuate the
importance of reorganizing the continuing psychological bond to the deceased. Rubin et
al. conceptualized the experience of loss with more nuanced attention to the relational
domain than other conceptual models (S. S. Rubin et al., 2009). The attention to the aspect
of relational grief was considered of importance of the present study. As it was stated in
the introduction, the decrease in perinatal death, development in family planning patterns
and health technology, result in parents being increasingly attached to the infant early in
pregnancy (Kofod & Brinkmann, 2017; Krolekke, 2010). This discursive change in at-
tachment, indicated that the relational bonds to the infant, are tied earlier in pregnancy
and thus the relationship to the infant was expected being a significant dimension of the

bereaved parents’ loss.

The face validity is the immediate subjective evaluation of the degree to which the con-
struct measures, what it is supposed to (De Vet, Terwee, Mokkink, & Knol, 2011). The
evaluation of the immediate validity was uncertain, as the population applied in the vali-
dation of TTBQ by Rubin et al. was not clear. The population included in the validation,
concerned participants who had lost a child, partner, sibling, friend or other family. It was
estimated, that if the parents who had lost a child in Rubin’s population, were comparable
to the present population, the questionnaire would be valid for measuring the response to
loss in the present population. Since the specific age of the children who was lost, was
not stated in the validation study by Rubin et al., the assessment of the application of the

questionnaire, on the present population, was ambiguous. Rubin et al. assessed the

40



construct validity of the TTBQ. They found that the kinship differences were highly sig-
nificant. The ability of the construct to distinguish between kinship among five factors,
showed that it was able to comprehend very different types of loss’ and thus perinatal
loss. The validity of the questionnaire for this population was not further assessed, as the
face validity was found acceptable.

In addition to the evaluation of the application of the measurement, the reliability
was assessed. The measurement theory allowed for excluding irrelevant items, and as a
result, certain items of TTBQ were taken out. This concerned factors regarding pre-loss
conflictual relationship with the deceased and items about the close and positive relation-
ship to the deceased.

The full 52-item questionnaire had a reliability of a=.93. This was con-
sistent with the original 70-item TTBQ with the reliability of a=.94, but since the ques-
tionnaire contains a large number of items, the reliability of the full scale did not neces-
sarily reflect the actual reliability. Therefore, a Cronbach’s alpha was calculated for the
two tracks: Biopsychosocial functioning and Ongoing Relationship to the Deceased. Fur-
thermore, the reliability of each of the two track’s sub-scales were calculated. All relia-
bility scores were found acceptable; thus, the applicability of the questionnaire was sup-

ported.

Contrary to the expectations, the social support did not affect the ongoing relational as-
pect of the response to loss. In the following the reason will be discussed.

The aspect of the ongoing relationship to the deceased in TTBQ, concerns the
relationship to the deceased and the empty space that is left, when the person is lost (S.
S. Rubin et al., 2009). In grief theory, social loneliness and emotional loneliness are
distinguished. The social loneliness is associated with the feeling of lack of social
contact (Guldin, 2019). This type of loneliness might be present for some bereaved
parents if, due to lack of social support, they have withdrawn socially. The emotional
loneliness is associated with deprivation, thoughts and feelings about the deceased. No
other relation can replace the emotional bond tied to the deceased, but disappointment
in lack of emotional support following a loss, can increase the feeling of emotional
isolation (Guldin, 2019, pp. 109-110) (Guldin, 2019, p. 109). This loneliness is reflected
in the dimension of TTBQ, which deals with the ongoing relationship to the deceased.
Questions, in the subscale within track II, concerning the close and positive relationship

to the deceased conveys the degree of emotional support, closeness and mutual trust (S.
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S. Rubin et al., 2009). Almost all of these items were excluded, due to inappropriacy for
the population. Examples of items excluded are: “The relationship between  and |

9999

was based on mutual understanding, freedom, and a sense of comfort or “flow’”” and
“Overall, my relationship with  was based on a sense of mutual trust”. The
aspect of emotional loneliness is therefore not represented in the modified
questionnaire. The expected effect of social support would possibly have been reflected
in this aspect, but since the items on the aspect were excluded, the association in the
track II was not found.

It could be assumed, that rephrasing the items concerning the aspect of close and
positive relationship to the deceased, would make it possible to measure the effects of

social support on the ongoing relationship. However, this would require a new validation

of the questionnaire.

Measurement of social support

The present study’s explanatory measures, identified the presence of perceived social
support from 19 persons, including family and friends, work relations, health care profes-
sionals, help professionals, other parents who have lost and others. The parents were
asked, on a 4-point scale, to which degree they perceived social support from each rela-
tion. A mean of the items completed were calculated as a total score, which represented
the participants overall perceived degree of social support.

In a commentary Liberman (1986) confronts, using existing studies, the pitfalls
of current research on the concept of social support. He emphasizes that the term social
support needs to be disaggregated in discrete separate parts, if meaningful conceptual
progress should be possible. The norm of current social support research fails, as it relies
on questionnaires to quantify the subjective perception and establish a degree of media-
tion between life conditions and health outcomes. The problem seems to bare an over-
simplification of the relationship (Lieberman, 1986).

The quantification of the present individual perception of social support might,
according to Lieberman’s arguments, be an oversimplification of the actual experiences
of the parents. He states, that people are not necessarily able to define and differentiate
the social support they receive and utilize. Furthermore, if not the individual would have
categorized the answers, as they are in the questionnaires, themselves, the respond will
not reflect the actual perceived degree of social support (Lieberman, 1986). The construct

of social support, in this study, might not reflect how the social support actually affected
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the participants’ response to loss, as the simple construct was generated with the
assumption that the participants were able to report the actual perception of social support.
Items only included one question for each of the 19 relations, where they were encouraged
to estimate the degree of the perceived social support. The items were possibly too few
and categories too simple to capture the complexity perceived social support.

When asked directly, about the need for social support, people, even when
embedded in support relations, respond that they handled the crisis themselves and did
not require or utilize others (Lieberman, 1986). The descriptive analyses revealed that
40% of the participants reported no need of social support. As Lieberman states, this
might not be a reflection of the participants not having an actual need of support but
reflects the point that they are not able to evaluate their needs and perceptions
(Lieberman, 1986).

The measurement of social support was not validated through psychometric
studies, and the psychometric properties of the scale is unknown. Liebermann emphasize
the importance of measurements of social support being distinct and nuanced. In
conclusion, the measurement of social support is not a good reflection of the actual social
support. If the construct of this measurement were investigated for validity and reliability,

it is not assumed, that the results would be satisfying.

Implications for practice

In the introduction of this extended part of the thesis, I positioned myself and the study
within the natural scientific theoretical approach. It was stated, that medical science relies
on the natural scientific methods when producing evidence. The cynicism about the
relevance of social science, involve social processes increasingly being the subject of
quantitative research. I have with this study contributed to the quantification of the
psychiatric and social processes and found that the complexity of the social relations is
difficult to capture without simplifying the construct.

With a growing dominance in health technology, inflation has escalated into risk
diagnoses that limit what is usually found normal and the subjective experience of health
is given less importance (Forssén et al., 2009). The forthcoming prolonged grief diagnosis
is an example of pathologizing a condition that previously have not been defined, and the
event of prolonged grief has been a subjective estimation. The accompanied

consequences of the grief diagnosis might be an increased demand of the diagnosis from
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bereaved persons. The individuals might feel pressure within the grief culture, where a
termination of the grief is expected at the certain defined time point, which follows the
grief diagnosis.

For doctors and psychologists, knowledge must be constantly updated and
expected to be communicated to patients who demand knowledge that they have learned
through family and acquaintances, the media or others, who want treatment that is often
medical. This means that other things must be deselected in the meeting with the patient
and lead to stress and ethical conflicts (Forssén et al., 2009).

The prevailing dominance of risk diagnoses make it important for researchers to
consider how the studies are received and applied among other researchers, in
professional practice and among layman. In conclusion, an association between social
support and the response to loss was stated, but as the risk of bias was found and the
construct of social support having its limits, caution should be taken. The results can be
suggestive of possible risk factors, but the limitations in establishing a relationship,
further research should be carried out — both quantitative and qualitative, so that the

subjective experiences of the health remains important.
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peer-review policy.

Please note that this journal only publishes manuscripts in English.
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Open Access

You have the option to publish open access in this journal via our Open Select publish-
ing program. Publishing open access means that your article will be free to access
online immediately on publication, increasing the visibility, readership and impact of
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32% more citations* and over 6 times as many downloads** compared to those that are

not published Open Select.

Your research funder or your institution may require you to publish your article open
access. Visit our Author Services website to find out more about open access policies

and how you can comply with these.

You will be asked to pay an article publishing charge (APC) to make your article open
access and this cost can often be covered by your institution or funder. Use our APC

finder to view the APC for this journal.

Please visit our Author Services website or contact openaccess@tandf.co.uk if you

would like more information about our Open Select Program.
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Taylor & Francis is committed to peer-review integrity and upholding the highest stand-
ards of review. Once your paper has been assessed for suitability by the editor, it will
then be double blind peer reviewed by independent, anonymous expert referees. Find
out more about what to expect during peer review and read our guidance on publishing

ethics.

Preparing Your Paper

Full-length research articles or reviews of the literature and brief reports

e Should be written with the following elements in the following order: title page;
abstract; keywords; main text introduction, materials and methods, results, dis-
cussion; acknowledgments; declaration of interest statement; references; appen-
dices (as appropriate); table(s) with caption(s) (on individual pages); figures;
figure captions (as a list)

e Should contain an unstructured abstract of 100 words.

e Full-length research articles or reviews of the literature and brief reports Should
be written with the following elements in the following order: title page; ab-
stract; keywords; main text introduction, materials and methods, results, discus-
sion; acknowledgments; declaration of interest statement; references; appendices
(as appropriate); table(s) with caption(s) (on individual pages); figures; figure
captions (as a list) Should contain an unstructured abstract of 100 words. Should
contain between 3 and 5 keywords. Read making your article more discoverable,

including information on choosing a title and search engine optimization.
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Please refer to these quick style guidelines when preparing your paper, rather than any

published articles or a sample copy.

50



Please use American spelling style consistently throughout your manuscript.

Please use double quotation marks, except where “a quotation is ‘within’ a quotation”.

Please note that long quotations should be indented without quotation marks.

Formatting and Templates

Papers may be submitted in Word or LaTeX formats. Figures should be saved sepa-
rately from the text. To assist you in preparing your paper, we provide formatting tem-

plate(s).

Word templates are available for this journal. Please save the template to your hard

drive, ready for use.

If you are not able to use the template via the links (or if you have any other template

queries) please contact us here.

Though exceptions can be made for methodologically complex studies, it is suggested
that full-length articles not exceed 25 pages, including abstract, references, tables, and

figures. Brief reports are encouraged and should be no longer than 15 pages

References

Please use this reference guide when preparing your paper.

Taylor & Francis Editing Services

To help you improve your manuscript and prepare it for submission, Taylor & Francis
provides a range of editing services. Choose from options such as English Language
Editing, which will ensure that your article is free of spelling and grammar errors,
Translation, and Artwork Preparation. For more information, including pricing, visit

this website.

Checklist: What to Include

1. Author details. All authors of a manuscript should include their full name and

affiliation on the cover page of the manuscript. Where available, please also
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include ORCiDs and social media handles (Facebook, Twitter or LinkedIn). One
author will need to be identified as the corresponding author, with their email
address normally displayed in the article PDF (depending on the journal) and the
online article. Authors’ affiliations are the affiliations where the research was
conducted. If any of the named co-authors moves affiliation during the peer-re-
view process, the new affiliation can be given as a footnote. Please note that no
changes to affiliation can be made after your paper is accepted. Read more on
authorship.

. You can opt to include a video abstract with your article. Find out how these
can help your work reach a wider audience, and what to think about when film-
ing.

Funding details. Please supply all details required by your funding and grant-
awarding bodies as follows:

For single agency grants

This work was supported by the [Funding Agency] under Grant [number xxxx].
For multiple agency grants

This work was supported by the [Funding Agency #1] under Grant [number
xxxx]; [Funding Agency #2] under Grant [number xxxx]; and [Funding Agency
#3] under Grant [number xxxx].

. Disclosure statement. This is to acknowledge any financial interest or benefit
that has arisen from the direct applications of your research. Further guidance on
what is a conflict of interest and how to disclose it.

. Data availability statement. If there is a data set associated with the paper,
please provide information about where the data supporting the results or anal-
yses presented in the paper can be found. Where applicable, this should include
the hyperlink, DOI or other persistent identifier associated with the data set(s).
Templates are also available to support authors.

. Data deposition. If you choose to share or make the data underlying the study
open, please deposit your data in a recognized data repository prior to or at the
time of submission. You will be asked to provide the DOI, pre-reserved DOI, or
other persistent identifier for the data set.

Supplemental online material. Supplemental material can be a video, dataset,

fileset, sound file or anything which supports (and is pertinent to) your paper.
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We publish supplemental material online via Figshare. Find out more about sup-
plemental material and how to submit it with your article.

8. Figures. Figures should be high quality (1200 dpi for line art, 600 dpi for gray-
scale and 300 dpi for color, at the correct size). Figures should be supplied in
one of our preferred file formats: EPS, PDF, PS, JPEG, TIFF, or Microsoft
Word (DOC or DOCX) files are acceptable for figures that have been drawn in
Word. For information relating to other file types, please consult our Submission
of electronic artwork document.

9. Tables. Tables should present new information rather than duplicating what is in
the text. Readers should be able to interpret the table without reference to the
text. Please supply editable files.

10. Equations. If you are submitting your manuscript as a Word document, please
ensure that equations are editable. More information about mathematical sym-
bols and equations.

11. Units. Please use SI units (non-italicized).

Using Third-Party Material in your Paper

You must obtain the necessary permission to reuse third-party material in your article.
The use of short extracts of text and some other types of material is usually permitted,
on a limited basis, for the purposes of criticism and review without securing formal per-
mission. If you wish to include any material in your paper for which you do not hold
copyright, and which is not covered by this informal agreement, you will need to obtain
written permission from the copyright owner prior to submission. More information on

requesting permission to reproduce work(s) under copyright.

Submitting Your Paper

This journal uses ScholarOne Manuscripts to manage the peer-review process. If you
haven't submitted a paper to this journal before, you will need to create an account in
ScholarOne. Please read the guidelines above and then submit your paper in the relevant

Author Center, where you will find user guides and a helpdesk.

If you are submitting in LaTeX, please convert the files to PDF beforehand (you will
also need to upload your LaTeX source files with the PDF).
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Please note that Death Studies uses Crossref™ to screen papers for unoriginal material.
By submitting your paper to Death Studies you are agreeing to originality checks during

the peer-review and production processes.

On acceptance, we recommend that you keep a copy of your Accepted Manuscript. Find

out more about sharing your work.

Data Sharing Policy

This journal applies the Taylor & Francis Basic Data Sharing Policy. Authors are en-
couraged to share or make open the data supporting the results or analyses presented in
their paper where this does not violate the protection of human subjects or other valid

privacy or security concerns.

Authors are encouraged to deposit the dataset(s) in a recognized data repository that can
mint a persistent digital identifier, preferably a digital object identifier (DOI) and recog-
nizes a long-term preservation plan. If you are uncertain about where to deposit your

data, please see this information regarding repositories.

Authors are further encouraged to cite any data sets referenced in the article and provide

a Data Availability Statement.

At the point of submission, you will be asked if there is a data set associated with the
paper. If you reply yes, you will be asked to provide the DOI, pre-registered DOI, hy-
perlink, or other persistent identifier associated with the data set(s). If you have selected
to provide a pre-registered DOI, please be prepared to share the reviewer URL associ-

ated with your data deposit, upon request by reviewers.

Where one or multiple data sets are associated with a manuscript, these are not formally
peer reviewed as a part of the journal submission process. It is the author’s responsibil-
ity to ensure the soundness of data. Any errors in the data rest solely with the producers

of the data set(s).

Publication Charges

There are no submission fees, publication fees or page charges for this journal.
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Color figures will be reproduced in color in your online article free of charge. If it is

necessary for the figures to be reproduced in color in the print version, a charge will ap-

ply.

Charges for color figures in print are $400 per figure (£300; $500 Australian Dollars;
€350). For more than 4 color figures, figures 5 and above will be charged at $75 per fig-
ure (£50; $100 Australian Dollars; €65). Depending on your location, these charges may

be subject to local taxes.

Copyright Options

Copyright allows you to protect your original material, and stop others from using your
work without your permission. Taylor & Francis offers a number of different license
and reuse options, including Creative Commons licenses when publishing open access.

Read more on publishing agreements.

Complying with Funding Agencies

We will deposit all National Institutes of Health or Wellcome Trust-funded papers into
PubMedCentral on behalf of authors, meeting the requirements of their respective open
access policies. If this applies to you, please tell our production team when you receive
your article proofs, so we can do this for you. Check funders’ open access policy man-

dates here. Find out more about sharing your work.

My Authored Works

On publication, you will be able to view, download and check your article’s metrics
(downloads, citations and Altmetric data) via My Authored Works on Taylor & Francis
Online. This is where you can access every article you have published with us, as well
as your free eprints link, so you can quickly and easily share your work with friends and

colleagues.

We are committed to promoting and increasing the visibility of your article. Here are

some tips and ideas on how you can work with us to promote your research.
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Article Reprints

You will be sent a link to order article reprints via your account in our production sys-
tem. For enquiries about reprints, please contact Taylor & Francis at reprints@tay-
lorandfrancis.com. You can also order print copies of the journal issue in which your ar-

ticle appears.

Queries

Should you have any queries, please visit our Author Services website or contact us

here.
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56



Appendix 2

Taylor & Francis quick layout guide

These general article layout guidelines will help you to format your manuscript so that it
is ready for you to submit it to a Taylor & Francis journal. Please also follow any spe-
cific Instructions for Authors provided by the Editor of the journal, which are available
on the journal pages at www.tandfonline.com. Please also see our guidance on putting
your article together, defining authorship and anonymizing your article for peer review.

We recommend that you use our templates to prepare your article, but if you prefer not
to use templates this guide will help you prepare your article for review.

If your article is accepted for publication, the manuscript will be formatted and typeset
in the correct style for the journal.

Article layout guide

Font: Times New Roman, 12-point, double-line spaced. Use margins of at least 2.5 cm
(or 1 inch). Guidance on how to insert special characters, accents and diacritics is avail-
able here.

Title: Use bold for your article title, with an initial capital letter for any proper nouns.

Abstract: Indicate the abstract paragraph with a heading or by reducing the font size.
Check whether the journal requires a structured abstract or graphical abstract by reading
the Instructions for Authors. The Instructions for Authors may also give word limits for
your abstract. Advice on writing abstracts is available here.

Keywords: Please provide keywords to help readers find your article. If the Instructions
for Authors do not give a number of keywords to provide, please give five or six. Ad-
vice on selecting suitable keywords is available here.

Headings: Please indicate the level of the section headings in your article:

1. First-level headings (e.g. Introduction, Conclusion) should be in bold, with an
initial capital letter for any proper nouns.

2. Second-level headings should be in bold italics, with an initial capital letter for
any proper nouns.

3. Third-level headings should be in italics, with an initial capital letter for any
proper nouns.

4. Fourth-level headings should be in bold italics, at the beginning of a paragraph.
The text follows immediately after a full stop (full point) or other punctuation
mark.

5. Fifth-level headings should be in italics, at the beginning of a paragraph. The
text follows immediately after a full stop (full point) or other punctuation mark.

Tables and figures: Indicate in the text where the tables and figures should appear, for
example by inserting [Table 1 near here]. You should supply the actual tables either at
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the end of the text or in a separate file and the actual figures as separate files. You can
find details of the journal Editor’s preference in the Instructions for Authors or in the
guidance on the submission system. Ensure you have permission to use any tables or
figures you are reproducing from another source.

Please take notice of the advice on this site about obtaining permission for third party
material, preparation of artwork, and tables.

Running heads and received dates are not required when submitting a manuscript for
review; they will be added during the production process.

Spelling and punctuation: Each journal will have a preference for spelling and punctu-
ation, which is detailed in the Instructions for Authors. Please ensure whichever spelling
and punctuation style you use, you apply consistently.

Format-free submission

An increasing number of Taylor & Francis journals allow format-free submission,
which means that, as long as your article is consistent and includes everything necessary
for review, you can submit work without needing to worry about formatting your manu-
script to meet that journal’s requirements. The ‘Instructions for authors’ for your chosen
journal will tell you whether it operates format-free submission.

If you have any queries...

If you need further advice on your article layout, please contact us giving the full title of
the journal you are planning to submit to.
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